Yro Heobxoaumo caenatb?

e Y6eautecb B TOM, YTO Baluu AaHHble (agpec n Homep
TenedpoHa), NpeAcTaBieHHbIE B POAU/IbHOE YUpeXKaeHue,
npaBuibHble.

e Yb6eautecb B TOM, YTO Balle POAUbHOE yupeXKaeHue
pacnonaraet cBeAeHUAMMU O TOM, KTO 6yaeT Bpauom pebeHKa
nocne BbiMUCKMU.

o CnpocuTe o pe3y/sibTaTax BO BpeMs NepBoro MeauLUHCKOro
ocmoTpa pebeHka.

NocmoTpets BUOAEOPU/IbM 0 cKpuHUHroBom o6cnepoBaHum
HOBOPOXAEHHbIX MOXHO Ha Beb-caiite BabysFirstTest.org no ccbinke:
https://www.youtube.com/watch?v=Z2wb1tQPHmxs; unm e
nocmoTtpuTe Bugeocioxer One Foot at a Time Ha Beb-caiite
http://www.savebabies.org

3akasaTb gonosHutenbHolie MUHOOPMALMUOHHDBIE BYK/ETbI / BPOLIOPLI ANA
POAUTE/IEA Mo3KHO, 06paTuBLIMCD MO TenedoHy 402-471-9731 uan Hanpasue 3aABKY
B opraHu3aumio NNSP no ¢akcy 402-471-1863 unmn aneKTPOHHOI noute
dhhs.newbornscreening@nebraska.gov. Ykaxure, }kenaete nu Bbl Nony4uTb 6yKnet
«PykoBopgcTBO AnA pogutenein» (Parent’s Guide booklet), 6powtopy 0 CKPUHUHIOBbIX
npoBepKax cayxa «CablwuT K Baw pebeHok» (“Can Your Baby Hear?”) uam «Bawemy
pebeHKy Hy>KHa NOBTOpHas nNposepKa cnyxa» (“Your Baby Needs Another Hearing
Screening”). Bpowopbl PaCNPOCTPAHAIOTCA HA HECKOJIbKMX A3bIKaX.

[euats 1 pacpocTpaHeHHe JaHHOW MH(GOPMAIIMOHHOM OPOIIIOPHI AT POJUTENEH CTaId BO3MOYKHbI
Onarozapst (PMHAHCHPOBAHUIO, IPETOCTAaBICHHOMY IIporpaMme CKpHHUHTOBEIX 00CIIEOBAaHHI U
TeHETHYECKUX HCCIIEI0BaHNI HOBOPOXKIEHHBIX B mTaTe Hebpacka cornacHo MoNoKXeHusIM pasziena
V 3akoHa 0 CyOCHIHSX 3APABOOXPAHEHHUSI MaTEPH U peOEHKa.
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YTO TAKOE CKPUHUHT HOBOPOXKAEHHbDIX?

CKPUHMHT HOBOPOXKAEHHbIX — 06A3aTeNbHOe obcneaoBaHme
ANA KaXkA4oro manbliwa, pogmslueroca B wrate Hebpacka.
ObcnepoBaHMe 3aK10YaAETCS B NPOBEAEHUM pPsfa aHA/IN30B
C LLeNblo BbIABNEHUA ONpeaeneHHbIX 3aboneBaHui, KoTopble
MOryT co34aTb Npobsiembl ANA Ballero masnbiwwa. MpocTbim
BHELIHMM OCMOTPOM HU Bbl, HM Bpay Ballero pebeHka He B
COCTOSIHUW YCTAaHOBUTb Ha/IMUME HapyLeHU y pebeHkKa. Ans
06HapyKeHWA HapyLeHW, NpeaynpexXaeHNsa X PasBUTUA U
CHUXKEHUS UX NocneacTBuiA HeobxoaMMo NpoBeaeHne
nabopaTopHbIX TECTOB (aHaNM3bl KPOBU, C/IyXa U cepaLa).
[JaHHaA bpoltopa 06BACHAET, B YEM 3aKNH0YAIOTCA 3TU TPU
BM/a aHA/IM30B.

KTo Hy)XpaeTca B o6cnegoBaHumn?
Bce getn,
poauBLLMecA B
wrate Hebpacka,
o06s3aHbl caaTb
aHa/NN3 KPOBM Ha
TecT-6/1aHK U
obcnepoBaHme
Ha 6on1e3Hu
cepaua. aHHble
aHanusbl
HACTO/IbKO BarKHbl A4/1A 3aLLUUTbI 340Pp0BbA M 6e30nacHOCTH
AeTeln, cTpagarowmx ot 3abonesaHni, YTo UX NpoBeaeHue

ABNseTcA 0b6A3aTeNlbHbIM NO 3aKOHY. 10 3aKOHY OT
MEANUMNHCKOTO y4ypexKaeHNA TaKxKe Tpe6yeTcs| npeagnoxuTb
CKPWUHHUHT ChyXa AnA Bawlero p86€HKa.

Kak npoucxoauT aHanmus KpoBu Ha TecT-61aHK?

M3 nATouKM masnbiwa 6epyT nATb Kanenb Kposu. Obpasel,
KPOBW HanpaB/AloT B 1abopaTopuo CKPUHUHIOBOTO
06cnefoBaHNA HOBOPOXKAEHHbIX, FAe NPOU3BOAUTCA aHANU3
Ha BbisiBfieHMe 3a60NeBaHNIN, ONUCbIBAEMbIX B AAaHHOM
6poultope.

NMoyemy BaXKHO CKPUHUHroBoOe 06CI’Iep,OBaHVIe?

3aKoH TpebyeT npoBeAeHNs CKPUHUHIOBOro 06cnenoBaHmA
ANA npeaynpexaeHuns
HapyLeHUN YMCTBEHHOTO
Pa3BUTUSA, NOPAIKEHUS
ro/I0BHOrO MO3ra M OpPraHos,
BO3HWKHOBEHWA CYyA0pOT,
npWNagKoBs, NPOYnX
XPOHUYECKNX 3aboneBaHui u
AaXKe [eTCKON CMepPTHOCTW.
PaHHee BbisiBNeHUEe 3a601eBaHWUI B pe3y/1bTaTe CKPUHMUHTA,
KaK NpaBW0, NO3BO/IAET HAY4aTb KOHTPOIMPOBATb NpoLecc ¢
NMOMOLLbIO PAHHEro U MPaBU/IbHOTO NevyeHuns. (aHHele
namosnoauu, 3a60s1e8aHUA U 1emasnbHbIl UCX00 Mmo2ym
66/Mb 8b6I138aHbLI U UHBIMU MPUYUHAMU, KOmopble He 6ydym
yCmaHoeseHsl 8 pe3zysbmame 0aHH020 06¢c1edo8aHuUA).




Korpa moit pebeHOK gonkeH npoiitn obcneposaHue?

Bpau pacnopaautca o B3aTuM 0bpasuos
KPOBW N5 aHANM3a [0 TOro, KakK
pebeHOK NOKMHET cTaumoHap. Ecam Bbl
n Baw pebeHoK byaeTe BbiNMCaHbl U3
KAMHWKKN paHblue, Yem yepes 24 yaca ¢
MOMEHTA POXKAEHMSA, TO BALLEMY
pebeHKy byaet Heob6xoaAMMO NOBTOPHO
cAaTb HEKOTOpble aHanm3bl. MNepcoHan MeguUNHCKOTO
yuperKaeHMa MOXKeT Ha3HauYuUTb BamM BpemMs npuema Ao Toro,
KaK Bbl MOKMHETE KAMHUKY. B NpOTMBHOM C/y4ae Bbl A0/IKHbI
0b6paTUTbLCA K Bpayy C TEM, YTOObI NOBTOPHO MPOMUTU aHaNU3bI
Nno nctevyeHmun 24 4yacos Nocne poXxaeHnA. Hekotopble
aHaNM3bl JAKOT HAaAEeXHble pe3ybTaTbl 40 UCTeYeHUs 24 yacos
C MOMEHTA POXKAEHUSA, HO He BCe.

AeTtn, poxXaeHHble B AOMALUHUX YCNOBUAX: AETH,
poauMBLUMECA [O0MA, TaKKe 06A3aHbl NPOITN 0b6cnepoBaHNe
Ha NpegMeT HannuuMA HapyweHun. Pogutenm nam nnuo,
pernctpupytoLiee poxaeHue pebeHka, L40KHbl 06paTUTbCA

K Bpa4y c Tem, 4Tobbl pebeHOK MOr NPONTU Takoe
obcnepoBaHue. B3aTne aHaM3a KPOBU AONKHO NPOU3ONTU B
npomexyTKe oT 24 no 48 4acoB C MOMEHTA POXKAEHUA C TEM,
4yTObbl K HEOHXOAMMOMY IEYEHUIO MOXKHO BbIJIO MPUCTYNUTD
KaK MOHO paHblue. Ecnv npowno 6onblue BpemeHu,
HOBOPOAEHHbIN BCE PABHO A0/1KEH MPONTH

obcneposaHue. HecmoTps Ha To, 4To 6osiee no3gHee
obcnenoBaHue He ABNAETCA MAeabHbIM BapuaHTom, 6bonee

CTaplme MasbillyM MOTYT TaK¥Ke MNOoNY4YNTb NOJb3Yy OT IeYEHUA
HEeKoTopbIx 3aboneBaHUN.

KAKHUE HAPYLLEHUA BbIABNAKOTCA B XOAE
CTAHOAPTHOIO AHATU3A KPOBMU B LUTATE
HEBPACKA?

HapyweHus
aMUHOKMUCNOTHOro obmeHa

deHnnkeToHypua (PKY) —
HapyLleHne obmeHa
aMUHoOKucnoT. OpraHusm geTen,
cTpagatowmx PKY, He cnocobeH
pasnaratb peHmnanaHmH. PeHMnanaHuMH — atTo
AMWHOKMUCNOTA, NOCTYNAKOLWaA B OPraHM3m C NULLEBbIM
6enKoM, coaep KaLLUMCA B MOIOKe, MACE, ANLLAX U Cbipe.
BbicoKne ypoBHM deHUNaNaHNHA MOTYT CTaTb NPUYMHOM
NopaKeHMA KNEeTOK HEPBHOM CUCTEMbI M FTOJIOBHOIO MO3ra,
YTO MOXKET NPUBECTU K YMCTBEHHOM OTCTANOCTM.
CBoeBpemeHHOe BbiAB/eHWE JAHHOIO OTKIOHEHUA U
cobntoaeHue cneumanbHoOM gueTobl NO3BONAIOT
npeaoTBPaTUTL HapyLeHMe YMCTBEHHOIO Pa3BUTUA.
Mpoyne HapyLeEHMA AMUHOKUCAOTHOro 0bMeHa,
BblAB/IAEMblE B X04e 06Ccnen0BaHMA, BKAKOYAOT: ©
ApruHuHocykumnHosyto aumayputo (ACA, HeA0CTaTOYHOCTb
apPrMHUHOCYKLMHAT Nnasbl) ® LntpyamHemuio o
FOMOUMCTUHYPUIO ® BannHonenunHypuio ® TUpO3MHEMMIO




XapaKkTepuaytolleeca oTcyTcTBuem ¢pepmeHTa 6MOTMHNAASI.
KAnHMyeckme nposBaeHna BblparkatoTca B CyAoporax,
3a4epKKe pa3BUTUA, IK3eme 1 noTepe cayxa. NMpobrem
MOXHO n3bexKaTb NOCPeACTBOM SIe4eHUA, 3aKN0YatOLLEerocs
B Nnpueme 6MOTUHA (BUTaMMHA), HAYaTOro B NepBble Heaenun
¥KU3HU pebeHKa.

BpokaéHHaa runepnaasma HagnoyeyHukos (BrH)

BposkaéHHanA runepnaasma HagnovyeuyHUKoB — 3TO
HapyLLeHWe, BO3HMKalOLLEE B pe3y/ibTaTe pepMeHTHOM
HeAO0CTaTOYHOCTU, NPM KOTOPOM HaAMno4Ye4yHas Kenesa
BblpabaTbIBaeT C/IMLLIKOM Masioe KOIMYECTBO OAHOTO
rOpMOHa 1 M36bITOYHOE KONNYECTBO Apyroro. HekoTopsbie
[T C TaKUM HapyLUeHMEeM NoABEPKEHbI PUCKY BHE3AMNHOM
cmepTu. Mpobnem MoKHO n3bexkaTb 3a CYET paHHero Hayana
rOPMOHANbHOTO /IeYeHUs.

BporKAEHHbIN NepBUYHbIA runoTupeos (BMr)

Mnotupeos (BMIMN) — HapyweHMe, KOTOPOe pPa3BUBAETCA NP
HefoCTaTKe TMpeoMaHoro ropmoHa. K uncny Hanbonee
pacnpocTpaHeHHbIx nocneacTsmn BINI oTHOCATCA pa3sutme
YMCTBEHHOW OTCTA/NIOCTU U 3a4epPXKKa pocTa. Mpun Havane
NleYeHnA TMPeonaHbIMM NpenapaTamm B Te4eHUe NepBbix
HeAeNb *U3HW Pa3BUTUE TaKUX AETEN KaK NpaBUIO
NPOUCXOAUT HOPMAJIbHO.

MyKosucunaos
MyKoBuncumaos - HacneacTBeHHOE HapyLleHue ¢

HepocTtaTouyHOCTb 6MOTUHUAA3DI

HepoctaTouHOCTb BMOTUHMAA3bI — HApYLUEHME,
MHOro06pasHbIMU KNMHUYECKMMW NPOABAEHUAMM. BONbHbIX
6eCcnoKOUT NOCTOAHHDBIM KalleNb, CBUCTALLEE AblXaHME U
oAblwKa. Poct 6onbHOro pebeHka 3ameanseTcs, HECMOTPA
Ha NOBbIWEHHbIN anneTuT. NoABAAETCA 0OUAbHbIN XKUPHbIN
cTyn. Hayano paHHero neveHua geten, MegneHHO
HabupatoLwmx Bec, MOXKeT cnocobCcTBOBATD YYULLEHUIO
pocTa u pa3BuTMA pebeHKa. PaHHAA gMarHOCTUKa B Xxoae
HeoHaTasbHOro obcnefoBaHMA CNOCOOCTBYET CHUMKEHMIO
4ymMcna rocnuTanunsaumi, a perynspHoe HabaoaeHme y Bpaya
NOMOXKET NPeAO0TBPaTUTb UAN COKPATUTbL CAYyYan NEerovHbIX
UHPEKUMN.

HapyweHune o6meHa XUPHbIX KUCNOT

Oedbnumnt cpegHeuenoyeyHom aumn-KoA-gernaporeHassl
(MCAD) aBnsieTcsa HapyLlweHnemM npoLecca yCBoeHus
OPraHNU3MOM }KUPHbIX KUCNOT. Bo Bpema 6onesHn nam
ANNTENBHOTO rON0AAHMA Y HOBOPOXKAEHHbLIX U AeTeN C
TaKMM HapyLeHNEM NMPOUCXOLUT ONACHOE CHUMMXKEHME caxapa
B KPOBM, YTO NPUBOAUT K PUCKY “MeTabonmyeckoro kpmsa.”
MeTabonnyecknuin Kpns MoKeT NPUBECTU K CyA0pOoram,
HaPYLEHUIO AbIXaHMA U OCTaHOBKE CepaeYHOoM
AeaTeNbHOCTU. Bce 3TO MOKeT BbI3BaTb CEPbE3HOE
nopaeHue roJIOBHOro Mo3ra u CMepTb. Tem He MeHee,
HEeOHaTa/IbHbI CKPUHUHT HEPEAKO NO3BOIAET NOCTABUTD
ANArHo3 A0 BO3HMKHOBEHUA CMMNTOMOB. Takum obpasom,
poauTeNnn MOTryT NPOCNeAnTb 33 TeEM, YTOObI HEe BO3HWKaNo
nepuoaos ronoaaHua, n byayt ocBeAOMNEHbI O TOM, Tae



NONYYNTb CBOEBPEMEHHYIO MEAMUMHCKYIO MOMOLLb C TEM,
MpenoTBpaTnTb NPObEMbBI MOXKET NOMOYb 0coban
nuuwiesan AobaBKa K pauMOHy NMTAHMA pebeHKa.

Mpoune HapyLeHUAa 0bMeHa }KUPHbIX KUCNOT, BbiABAAEMblE
B XoAe obcnenoBaHMA, BKAKOYAOT: ® HapylieHne ycBOeHUA
KapHUTUHA ® [Jednumt ANMHHOLENOYEYHOM
rmapoKkcnaumn-KoA-gernaporeHasbl (LCHAD)
TpexdyHKLMOHaNbHYO 6EeNKOBYO HEAOCTATOYHOCTD ©
OednunT o4eHb ANIMHHOLLENOYEYHOM
aumn-KoA-pernaporeHassi (VLCAD)

Fanakrosemmsa

[anakTo3emma — HapylleHue, NpPu KOTOPOM B OPraHU3Me He
NPOUCXOANT pacLuenieHme NPocToro caxapa, Ha3blIBaeMoro
«ranakToson». [anakTo3a cogepKMTCa B MOIOKE MaTepU, BO
MHOFUX CMECAX AETCKOro MUTaHUA U B MOJIOYHbIX MPOAYKTaX.
MpW NOBbILWEHHbIX YPOBHAX raNaKTO3bl B OpraHM3me

MOKeT HaCTynaTb NOpaeHue rnas, neyeHn u ro10BHOro
Mo3ra pebeHKa ¢ yrpo3oi ans *KusHu. Ocobas auera c
NepBbIX AHEN KU3HM MOXKET NPeaoTBPaTUTb BOSHUKHOBEHME
3TMX Nnpobnem.

FemornobuHonaTtum

FemornobmMHonaTMnM — rpynna HapyLeHUM KPacHbIX
KPOBSIHbIX Te/NeL, B TOM YMC/1e CEPMNOBUAHOKNAETOYHASA
aHemuA. Y MnageHLeB C TaKMMK HapyleHnamm bonee
BEPOATHbI aHEMUA, NPUCTYNbl 6ONU, NHCYNbTbI U ONAaCHble
ANA KU3HU MHPeKumn. CBoeBpeMEHHOE ieyeHune
aHTMONOTUKAMM, BaKLMHALUKN N pasbACHUTENbHAA paboTa ¢
poAUTENSAMM NO3BONAIOT NPEAOTBPATUTL CEPbE3HbIE

YyTOObI npeaoTspaTnuTb BOSHUMKHOBEHUE KPU3a.

MHbEKUMM B IETCKOM BO3PacCTe M COKPaTUTb Cayyau
3abonesaHun.

HapyweHusa ycBOeHMUA OpraHu4YecKuUx KUcnoT

[aHHble OTKNOHEHUA MOTYT NPOABNATLCA Y AETEN B
pa3nYHbIX POopMax, OT HE3HAUUTENbHbIX A0 TAXKENbIX,
BK/t0Yan meTabosinyeckune Kpusbl, 6onesHu cepaua,
MYCKYN10B U HEKOTOPbIX OpraHoB. OTCYTCTBME HaAIeXKallero
NleYeHunA geTen C TaKUMU HapyLEHUAMMU MOXKET BbICTpO
npuBecTn K bonesHAm, cyaoporam, nepexosy B KOMaTo3Hoe
COCTOSIHWE U NIeTaNbHOMY MUcxoay. HapyleHua npoleccos
YCBOEHWA OPraHUYeCKMX KUCNOT, BbIABNAEMbIE B XO4€E
obcnenoBaHusA, BKAOYAOT: ® HeaoCcTaTOYHOCTb
6eTa-KeToTnoNa3bl ® [nyTaposyto aunaemuio Tmna | (FA-1) o
N3oBanepunaHosyto aungemumio (IVA) ¢ MeTuamanoHoByto
aumaemuto (mytasa) n (Cbl B&C) ® MHOKeCcTBEHHY!IO
HeA0CTaTOYHOCTb KapboKcunas © [PONMOHOBYIO aLUAEMUIO
* HenocTaTOYHOCTb 3-MeTUNKPOTOHUN-KOA-KapboKcunasbl
(3-MCC) ® 3-ruapokcu-3-metunraytapun aumayputo (HMG)

TAaxXénaa KOM6MHUPOBAHHAA MMMYHHaA

HepaocTaTouyHocTb (TKUH)

TKWUH aBnaeTca cepbe3HbIM, NpeaCcTaBAAIOWMM Yrpo3y ana
M3HU 3aboneBaHnem. [letu, ctpagatowme TKUH, He nmetot
OYHKUMOHANIbHON UMMYHHOM CUCTEMbI U CTPAAAtOT OT
4acTbIX MHOEKUMIA. MNpK OTCYTCTBMU NEeYEHMA 3TN AETU KaK
NPaBUIO0 YMUPAIOT B TEYEHME NEPBbIX ABYX NET XKU3HM.



OZHaKo paHHee BMeLLaTeNbCTBO M NepecanKa CTBOOBbIX
KNETOK KOCTHOro Mo3ra moryT cnocobcTBoBaThb
BbI3A0POBNEHUNIO TaKUX AeTeil. CKPUHMHIOBbIN TECT MOXKET
TaKKe 0O6HapPYKMUTb NPOYME MMMYHHbIE HapyLUeHUA GYHKLUMUIA
T-KNeToK, ANA KOTOPbIX CYLLECTBYIOT CBOM METOAbl 1eYEHMUS.

Kak A y3Halo o pe3ynbTaTax?

Bpau Balero pebeHKa NOAy4YnUT pe3ynbTaTbl U3 6ONbHULbI,
rae 6bina B3sTa KPOBb Ha aHanu3. O6bIYHO pe3ynbTaThbl
roTOBbl K MOMEHTY NEPBOro MeANLMHCKOrO OCMOTpPa
pebeHKa. He 3abyapbTe y3HaTb y Bpaya Ballero pebeHKa o
pe3ynbTaTax NnocaepoaoBoro ob6cnenoBaHums.

YTo 03HAUYalOT aHOMaJIbHble pe3y/bTaTbl
CKPUHUHrosoro obcnepoBaHuna?

«IMoNoKNTENBbHDBINY, aHOMA/IbHbIN UM HEOKOHYATE/IbHbIN
pe3ynbTaTt obcnenoBaHuA
O3Ha4aeT TO/IbKO Hann4yue
BEPOATHOCTU TOrO, YTO Yy pebeHKa
MO’KeT HabnwaaTbca 04HO U3
BbILLEYNOMAHYTbIX HapyLeHuni. B
psae cnydyaes obcnenoBaHue
AeTen, He UMeLWMX HUKAKUX
OTKNIOHEHUN, faeT
NONIOXKUTENbHbIE pe3ynbTaTbl.
Pe3ynbTaTbl Nnepsoro
NabopaTopHOro aHanu3a He
ABNAOTCA A0CTATOYHbIM

OCHOBaHMEM A/1A NOCTaHOBKKU AMarHosa. [ns
OKOHYaTeNbHOro

NOATBEPKAEHMA HANNYMA HapyLLeHUA Yy pebeHKa TpebyeTca
nposeAeHne AanbHeNLWnX aHaNn30B.

Ecnam Bam coobuaT, 4To Bawemy pebeHKy Heobxoammo
NPonTN NoBTOpPHOE 0b6cnenoBaHNE, MPUMUTE CPOYHbIE MEpbI
ANA NOBTOPHOTO €ro NPOXOXKAEHUA U NONYYEHUSA
OKOHYaTe/bHbIX pe3ynbTaToB. [pn HeobxogmMmocTy,
NneyeHue cneayeT HavyaTb Kak MOXKHO paHbLue C Tem, 4Tobbl
He A0NYyCTUTb BOSHMKHOBEHUA Npobiem co 340pOBbEM U
pa3BUTMEM Ballero pebeHKa, a B HEKOTOPbIX Cy4anX 1 Ans
npeaoTBpaLLEHNA CMEPTENIbHOMO UCX0Aa.

Mo Kakum gpyrum npuunHam moryT notpeb6osatbca
NOBTOPHbIe aHaNU3bl pebeHKa?

y %

NHorpa B npouecce
aHa/Nn3a BO3HUKAOT
npobnemsl,
BbI3bIBAIOLLIME COMHEHUSA
B lOCTOBEPHOCTHU
HEeKOTOpPbIX pe3ynbTaTos.
K uncny npuunH, no
KOTOpPbIM poauTenemn
NPOCAT ABUTbCSA C
pebeHKoM B 60/IbHULY A5 NPOXOXKAEHUA MOBTOPHOIO
obcnenoBaHUA, OTHOCATCA:




e [lpoba 6blna B3ATA CIMWKOM PaHO AN TECTUPOBAHMS
HEKOTOPbIX OTKNOHEHU (40 TOro, Kak pebeHKy

® B3ATa C/IMLIKOM BbICTPO Nocne NnepesmMBaHNA KPOBU.

e HeynoBneTBopuTesbHOE KayecTBo Npobbl (Hanp.
npobnema npu ot6ope u (Mnn) obpaboTke cyxoro
NATHA KPOBMK).

3ALLUUTA NMPOBbl KPOBU BALLEIO PEBEHKA

BakHO, UTO6bI poanUTeNnU 6bIIN yBEPEHbI B TOM, 4TO Npoba
KpPOBM Mx pebeHKa MCno/ib3yeTca TONIbKO MO Ha3Ha4YeHMuIo, TO
€CTb C Le/1blo NoNyYeHUa MHPOPMaLUMK, KOTOPas MOXKET
Nomouyb Ballemy pebeHKy. B cooTBeTcTBUM C
3aKOHOZaTeNbHO-NPaBOBbIMM HOpMamM WTaTa Hebpacka
TpebyeTca, YTobbl XpaHeHMe NPo6 KPOBM HOBOPOXKAEHHbIX B
nabopaTtopum ocyLecTBAANOCh Ha NPOTAXKEHMN He meHee 90
AHel. B TeyeHune 30 gHEM NO OKOHYAHUM A@HHOIO
90-gHeBHOro nNepuoaa nabopatopmsa A0NKHA YHUUTOXKUTD
npoby. YHMUTOXKeHME cyxnx Npob KpoBM Npon3BOANTCA
TaKMm 06pa3om, 4Tobbl € UX NOMOLLbIO 6onbLue 6bINo
HEBO3MOXHO MAEHTUPULNPOBATL IMYHOCTb NALMEHTA
(npobbl cxkuratotes). Takum obpasom, obecneymsaeTca
Ba)KHaA 3alLUMTA reHeTUYecKon nHopmaunu.

Ncnonb3oBaHMe Npob KpoBu Balero pebeHKa ¢ uesbto
npoBeAeHWNs nccnenoBaHuii B 061acTv 34paBoOXpPaHEHUSA
AOMNYCKAEeTCA TONIbKO NPW NOly4eHUN BCex
HUXKenepeyncneHHbIX JOKYMEHTOB:

® MUCbMEHHOrO Cor/lacua poauTene

ncnosnHuNochb 24 yaca).

e [Ipob6a He bblna B3ATa 40 NEPENMUBAHUA KPOBU UIN

® UCbMEHHbIX FAPaHTUM COXPAHEHMA
KOHPMAEHUNANbHOCTM BaLero pebeHka

® CAHKUMM DKCNepTHOro coBeTa OpraHM3aumm B
OTHOLWEHMN cobtoaeHNA NPaBUA 3aWUTbl NALMEHTOB
OT PUCKa, CBA3AHHOTIO C NccnefoBaHNAMM, B
COOTBETCTBMU C MONOXKEHMAMKU Nogpasaena A
pasgena 46 vyactm 45 CeBoaa denepanbHbIX
HOpMaTUBHbIX akTOB CLLUA B TOM BMAE, B KAKOM 3THU
NONOXKEHUA CYLLECTBOBAIM HA MOMEHT 1 ceHTAbpA
2001r.

e pa3speweHnA KOHCYyNbTaTUBHOINO KOMUTETA WTaTa
HebpacKka No CKPUHUHIY HOBOPOXKAEHHbIX

e pa3speweHuna MhasHoro Bpaya [lenaptameHTa
3/1paBOOXPAHEHMA U COLMANbHbIX CNYXKO WTaTa
Hebpacka

MonyueHue cyxou npobbl KpoBU Ballero pebeHKa

Kak 06bsicHAETCA Ha cneayrowen CTpaHuLe, NPoOM3BOANUTCA
TaK)Xe NpoBepKa cnyxa Bawwero pebeHka. [ns geten ¢
«NOATBEPKAEHHOM» TYTOyXOCTbO MOXKET ObITb MO/IE3HbIM
nposeAeHne AO0NONHUTENbHbIX aHA/IM30B Ha CYXOM MATHE
KpoBu. OAHOM M3 NPUYNH HAPYLLUEHUA CIyXa MOXKET ObITb
Hannume uutTomeranosmupycHon (LLMB) nHbekumm npu
poxaeHun. TecTUpoBaHMeE Ha NpeaAMEeT BPpOXKaAeHHOM LIMB
Hannyywmnm obpasom ocyliecTsanaeTca Ha obpasyax,
No/ly4eHHbIX HEeNoCpPeACTBEHHO NOCAe PoXKAEeHMA (Hanp.
cyxoe NATHO Ha TecT-6/1aHKe). AHanu3bl 6onee No3gHMX
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06pa3suy0B He B COCTOSIHUW BbISIBUTb PAa3HULY MeXAY
«BPOXKAEHHON» U «NpnobpeTeHHoOM» LUMB. B aToM cBA3MY,
CNyXa U ayAnon0orMyeckyro ANarHoCTUKY Kak MOXKHO CKopee.
Taknm obpasom, ecnmn pebeHOoK AeCTBUTENbHO CTpagaeT
TYroyxocCTbto, Bbl MOYKeTe NonpoCcUTb NeanaTpa caenatb
3anpoc Ha BO3BpaT cyxoi npobbl KpoBUM M3 nabopaTopun ans
NpoBeAeHWNs AONONHUTE/IbHbIX aHANIN30B, NPEXAe YeM

OHa byaeT YHUYTOXKeHa.

% %k %k %k %k %k %k %k %k %k %k %k %k %k %k %k %k %k %k %k %k %k %k k %k %k *k %k %k %k k¥

Ocoboe npumeyaHue:

Camu no cebe CKPUHMHrOBbIE TECTbI AN 06CcnesoBaHUA
HOBOPOXAEHHbIX HE MOTYT UCNOb30BaTbCA ANA
NOCTaHOBKU OKOHYaTeNIbHOro AnarHosa. OHu
npegHasHayYeHbl 41° BbIABNEHUA TEX HOBOPOMKAEHHDIX,
KOTOPbIM He06Xx04MMO NPONTU AaNbHeNLWME TeCTbl Ha
Ha/iMume onpeneneHHbIX HapyweHuin. CKPUHUHIOBbIE TeCTbl
ABNAOTCA BecbMa 3pPeKTUBHbIMU M 0becneymBatoT
HaWAy4LYH BO3MOKHOCTb 419 PaHHEro BblABAEHUA
OTKNOHEHUM N NONlYy4eHMA COOTBETCTBYHOLLErO IeYEeHUA ANs
HOBOPOXAEHHbIX.

OA4HaAKO, Kak M 6ONbLIMHCTBO NabOPATOPHbIX TECTOB,
CKPUHWHTOBbIE TeCTbl ANs 06cea0BaHUA HOBOPOXKAEHHbIX
rapaHTMPOBaTb BbIAB/IEHUA KaXA0ro HOBOPOXKAEHHOTO,
MMELLEro OTK/IOHEHUA, UM BbIABNEHMA TOJIbKO TEX
HOBOPOXKAEHHbIX, KOTOPbIE XapPaKTepPM3yTCA HanboNbLLINM
PUCKOM. M03TOMY Ba*KHO UMETb B BUAY, YTO CYLLECTBYHOT
CNYYaU «NIOXKHbIX NOJIOKUTENBHbIX» PE3YNbTaTOB
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€C/v Ball pebeHOoK Noy4Ymn oTpuLaTeNbHbIN pe3ynbTaT Npu
NpoBepKe CAyxa, Ba*KHO BbIMNONHWUTbL NOBTOPHYH NPOBEPKY
(HOBOPOXKAEHHbIX C MONOXKUTENbHLIM, aHOMaIbHbIM UK
HEe3aKNYUTENIbHBIM PEe3y/IbTAaTOM, Y KOTOPbIX B
AanbHenwem 6bI10 NPU3HAHO OTCYTCTBME NOA03PEBAEMOrO
OTK/IOHEHMA) U «IOXKHbIX OTPULATENIbHbIX» PEe3y/IbTaToB
(HOBOPOXAEHHbIX C HOPMAIbHbIM PE3Y/IbTAaTOM CKPUHUHTA, Y
KOTOpPbIX B AaNbHelWeM 6bIN10 NPU3HAHO HanuKne
KaKoro-n1mbo OTKNOHEeHMS).

CKPUHUHIOBAA NMPOBEPKA CJ/TYXA
HOBOPOXAEHHDbIX

Bce 60nbHMLbI NpeanaratoT
CKPUHWHIOBYHO NPOBEPKY
C/lyXa HOBOPOXKAEHHbIX BO
BPEeMA HaXOXAeHUA B
CTauMoHape nocse poaos
WA OPraHU3yHT TaKyto
NPOBEPKY B 4pYrom
MEANUMHCKOM YUpeXKAEHUN
nocne BbIMUCKN U3 POAAOMA.
3HauMTeNIbHOE HapYyLEeHWe CAyXxa — OAMH U3 CaMblX
pacnpoCTpaHEeHHbIX CEPbE3HbIX BPOXKAEHHbIX AePEKTOB.
Ecnn ero He 06HApYXUTb Ha paHHEM 3Tane, TO HapyLleHne
C/lyXa OTPULLATE/IbHO CKAXKeTCA Ha Pa3BUTUMN peyeBblX
HaBbIKOB, COLMAaIbHO-9MOLMOHA/IbHOM PAa3BUTUN U
obyyaemocTu geten. CBoeBpeEMEHHOE BbIAAB/IEHUNE
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HapyLIeHU cnyxa, be3oTnaratenbHoe BpavyebHoe
BMELLATEeNbCTBO M Ie4eHMe A0 AOCTUXKEHMA pebeHKoMm
HaBbIKOB 06LEHMA M cnocobHOCTU K 0ByYeHuUIo.

CKpUHUHIoBas NpoBepKa cayxa — 6e3onacHas npoueaypa,
3aHMMalOLLAA O4YEHb KOPOTKOE Bpems. NpnmeHatoTcs ABa
MeTo/Za NPOBEPKU C/IyXa: CTUMYNALUA peakuum CTBona
ro/I0BHOro MO3ra Ha ciyxoBoe pasgpaxeHue (ABR) u (nnu)
CTUMYNALUA 0TOaKycTuYeckolh amuccum (OAE). B o6omx
CNy4Yasnx NpoBepKa NpousBoauTCsa, Koraa pebeHoK cnuT nam
HaxoAuTcA B CNOKOMHOM cocTosiHUK. KomnbtoTep
Npon3BOAMT NOACYET U BbIBOAUT CpeaHee 3HaYeHne
peaKLunii Ha 3BYKUW, NepedaBaemMbie Yepes MUHUATIOPHbIE
HayLWHWKKU. HeobxoanMo MMeTb B BUAY, YTO HECMOTPA Ha TO,
YTO MHOTME HOBOPOXKAEHHbIE MOTYT HE MPOWNTU TECT Ha
NPOBEPKY C/yXa C YA0BNAETBOPUTENbHbIM Pe3y/bTaToM,
TO/IbKO Aa/ibHENLIUNA ayANOIOTMYECKMIN aHANU3 U OLEHKA
€ro pesy/ibTaToB N03BOJIAT YCTAaHOBUTb, UMEET I MECTO
HapyLLeHuMe cnyxa Ha camom aene. Takom obpasom, npu
cofencTsnn Bpada pebeHka HeobxoaMMO NPUHATL Mepbl K
NPOXOXAEHMIO AANbHEMLINX NPOBEPOK, €CAN pe3ybTaTbl
nepBOHa4YaIbHOM NPOBEPKMN OKA3aIUCh
HeyA,0BAETBOPUTENbHBIMU.

Ecnmn pebeHoK npoLien NpoBepKy Cayxa C
YAOBNETBOPUTENbHBIM PE3Y/IbTATOM, HO CYLLLECTBYIOT
daKTopPbl PUCKA B OTHOLIEHUW HapPYLLIEHWUI CNyXa, BAM U
BPAYy HaZ/eXUT TwaTenbHO HabaoaaTb 3a pebeHkom. K
4yncny GaKTopOB PUCKA OTHOCATCA HAc/eACTBEHHAA
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LIeCTUMECAYHOro Bo3pacTa B Bbicwen cTeneHn 3GpPeKTUBHbI,
nomoras pa3BUTUIO peyeBbiX HaBbIKOB pebeHKa, ero
NpeapacnoNoKeHHOCTb K HapyLWeHMAM CNyxa, HU3Kaa macca
Tena npu PoXAeHUM N HEKOTOpPbIE ApyrMe MeauumHCKne
cocToAHMUA. MpoBepKa cayxa HOBOPOXKAEHHOIO He NO3BONAET
npeAcKkasbiBaTb HAPYLUEHUA C/lyXa, KOTOPble MOTyT
pa3BMBaTbCA NO34HEE, HANPUMEP, B pe3y/ibTaTe ONacHOM
MHPEeKUMN nnmn 6onesHu.

Ecnu ycTaHoBNEHO, AN MMeEtOTCA
OCHOBaHWs NnonaraTb, YTO pebeHokK
CTpaZaeT HapyLIeHNEM CNyXa,
cyliecTBytoLLan B wraTte Hebpacka
Mporpamma BMeLLaTeNbCTBA Ha
paHHen ctaaum passuTtua (“Early
Development Network”) nomoskeT cornacosaTtb ¢ MECTHbIMMU
CUCTEMAMM LLKOJIbHOTO 06Ppa30BaHMA U yUpeRaeHUAMM
BOMNPOCHI NpoBeAeHnNsA 06cnea0BaHNM, OCYLLECTBNAEHMUS
BpayebHOro BMeLlaTeNbCTBa HAa PaHHEN CTaaum n
npeaocTaBAeHNs BCNOMOraTe/IbHbIX TEXHWUYECKUX CPEeACTB.

TenedoH ans ceasn 402 471-2471 nnuv 6ecnnaTHbIN 3BOHOK
1-888-806-6287. Nporpamma BMeLLaTe/IbCTBA Ha PaHHEN cTagnm
pa3suTmAa (EDN) npegoctaBnaeT yc/iyru U oKasbiBaeT NOAAEPHKKY,
HanpaB/ieHHble Ha obecneyeHme HYKA AeTel B BO3pacTe A0 Tpex
NEeT n nx 6AnM3KKuX, ncxoaa us NOHMMaHUA TOro, YTO POAUTENN
Jlyylle 3HAT, YTO XOPOLO A1 CEMbMU.
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CKPUHUHIOBOE OBC/NIEAQOBAHUE
HOBOPOXOEHHbIX HA KPUTUYECKUI
BPOXAEHHbIA NOPOK CEPALA (KBNC)

BporkaeHHbIN NOPOK cepaLa npeacrtaBaseT cobon Hanbonee
4aCTO BO3HUKAIOLWNIA BPOXKAEHHbIN AedEKT, KOTOPbIM
BCTpeYaeTcs NPMMEPHO Y 8 HOBOPOKAEHHbIX U3 TbICAYM.
HekoTopblie ¢popMbl BPOXKAEHHOIO NOPOKA cepal.a noaaatoTca
BbIAB/IEHWUIO B XO4€ OCMOTpa pebeHKa B MeaANLLMHCKOM
yupexaeHmn. OgHaKo B HEKOTOPbLIX Cnyyasx y pebeHKa He
HabnogaeTca cumnTomoB 3ab0eBaHUA, NOKa 6onesHb He
npumeT 6bonee cepbesHble popmbl. [Ana obHapyKeHUA TaKUX
aHOMaNUM A0 TOro, KaK NPOMU30MAET Pa3BUTUE CUMNTOMOB, U
npoBoAnTCA AaHHoe obcnepoBaHue. He Bce popmbl 60n1e3HM
cepala noaaatoTca 06Hapy»KeHUIo B X04e CKPUHUHIOBOTO TecTa
pebeHKa Ha KBIC, Tem He meHee ob6cneaoBaHMe NOBbILWAET
BEPOATHOCTb PAHHErO BbIABNEHUA ceMU U3 Hanbonee cepbe3HbIX
$bopM BPOKAEHHOTO NOPOKa cepaua. CKPUHUHIOBbIM TECT Ha
KBIMC npoBoauntca nytem pasmeLLeHnA nysbCOKCMMeTpa Ha
CTOME U KUCTU PYKKU pebeHKa.

Photo Courtesy Massimo
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B pe3ynbTate npocToi n 6e3bonesHeHHON npoueaypbl
NyN1bCOKCMMETPOM MPOU3BOAUTCA U3MEPEHNE YPOBHA
HACbIWEHNA KNCNOPOAOM KPOBU M YacCTOTbl CEPAEYHbIX
COKpaLLeHni. [leTn, y KoTopbix 06HapyXKeHbl HU3KME YPOBHMU
coAepKaHUA KUcaopoaa B KPOBM, NOANEXKAT AaNbHeNLweMy
obcnenoBaHuto. CKPUHMHIOBBIN TECT He0HX0AMMO NPOBECTU
yepes 24 yaca C MOMEHTA POXKAEHMA UM BCKOPE nocne atoro. Y
He nNpoweawunx obcneaoBaHne geten, BbIMMCAHHbIX U3 KIMHUKK
C HeBblABMeHHbIM KBIMC, MOXeT Npon3onTn cepbesHoe
nopaeHue ro/IOBHOro MO3ra M UHbIX OPraHOB, a TaKXKe
CMepPTe/IbHbIN UCX04 B Pe3yNbTaTe KUCOPOAHOMN
Hefo0CTaTOYHOCTU. BbiasneHune KBIC Ha paHHem 3Tane gaet
BO3MOXHOCTb NPeAoTBPaTUTb Takue Nnpobaembl U OpraHnM3oBaTb
neyeHue pebeHKa, HanpaB/ieHHOEe Ha KOPPEKLMIO NOPOKa

cepaua.

AononHutenbHble cBeaeHuna 06 O6CZIEJOBAHUAX

(MPOBbI KPOBU) HOBOPOXAEHHDIX

Mo Bonpocam obpauwantecb no tenepoHam 402-471-6733
nnn 402-471-0374, a Tak»Ke Mo 3/1eKTPOHHOM no4Tte
dhhs.newborn.screening@nebraska.gov. HTepecytoLLyto
BaC MHGOPMALUIO Bbl TAKKE MOXKETE HAaUTU Ha HaLLEM
Beb-cante www.dhhs.ne.gov/nsp/. Haxoaacb B KNMHKUKe,
nonpocuTe MeANLMHCKNIM NepcoHan OPraHM30BaTb NOKa3
KOPOTKOro BUAEOCHOXKETA O CKPMHUHIOBOM 06Ccief0BaHMM
HOBOPOMAEHHDIX.
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http://www.dhhs.ne.gov/nsp/

JlononHutenbHble cBegeHna o CKPUHUHITOBOW
NMPOBEPKE C/TYXA:

BMeLLaTenbcTey B wrate Hebpacka» (NE-EHDI),
obpawaiitech B [lenapTameHT 34PpaBOOXPAHEHUSA U
coumanbHbix cnyxb6 wrata Hebpacka no TenedoHy:
402-471-6770.

Mo Bonpocam, oTHocALWMMCA K «[porpamme
BMeLLaTe/IbCTBa Ha paHHel cTagun pa3BUTUA B LUTATe
HebpacKka», obpawantech B opraHmnsaumto Nebraska
CHILDFIND no tene¢oHy 1-888-806-6287 naun nocetmute
Beb6-CcaliT 3TOM OpraHM3aumm
www.nde.state.ne.us/ECH/EARLY/echp.htm.

DononHutenbHblie ceeaeHna o CKPUHUHIOBOM
OBCNNEAOBAHUMN HOBOPOXAEHHbIX HA
KPUTUYECKMUI BPOXAEHHDbIXA NOPOK
CEPALA:

Ob6paTtuTechb K Bpayy Uau COTPYAHUKY MeAULIUHCKOTO
yupexgeHua. Xopowmm MHPOPMaLMOHHbBIM PeCcypcom
ABnseTca Beb-canT LLeHTpOoB KOHTPONA 1 NPOPUNAKTUKK

3aboneBaHUM:
http://www.cdc.gov/ncbddd/pediatricgenetics/cchdscreening.html
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Cm. 6powtopy «CnbiwnT K Baw pebeHok» (“Can Your Baby

Hear?”), BxoaALlyo B KOMNEKT MaTepmnanoB ANns
poauTenen HoOBOPOXKAEHHOro. Ecan Bbl HE NONYYUAM ITY
H6powtopy, a TaKKe No BOMPOCaM, OTHOCALLMMCA K
«lMporpamme onepeKatoLLet NPOBEPKM Cayxa U
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